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Abstract 


Background: African Americans (AA), Caribbeans (CA), and Hispanic/Latinx 
Americans (HL) experience higher rates of poor health and disease as compared 
to their non-Hispanic White counterparts. Research participation by older, 
ethnically diverse adults is essential in the effort to reduce these health 
disparities; yet they have lower enrollment and retention in health research. Little 
is known concerning enablers and barriers for older adults of diverse ethnic 
backgrounds living in the United States to participate in health research. 
Objective: The aim of this study was to discover the generational perceptions of 
health issues and research by race and age of AA, CA, and HL. 

Methods: Recruitment was by multiple methods of community outreach. 
Induction of themes was by constant comparison and thematic analysis of 86 
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transcripts from focus groups of three ethnic minorities by age: N = 363 older (65 
years or greater) and younger adults (25-64 years). 

Results: There were both similarities and differences by race and age concerning 
perceptions of health and health research. Younger adults expressed a concern 
for lack of communication of family health history by earlier generations. Older 
adults value their privacy concerning their health. A common theme was that 
participation in health research is everyone’s responsibility to help family, brown 
and black communities for the greater good. 

Conclusions: This study reinforced the differences in health and health research 
perceptions among ethnic minorities by generation, implying the need for 
involving the community’s feedback in the design of health studies. Further 
implications are the consideration of enablers and barriers toward health 
research participation as a potential method to reduce health disparities. 
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Intergenerational; African American; Caribbean; Hispanic/Latinx; health 
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Background 

Chronic diseases are prevalent at increasingly younger ages. Approximately half 
of young adults (ages 18-34 years) have at least one chronic disease and 23% have 
two or more conditions with the most common being obesity (25.5%), followed 
by depression (21.3%) and high blood pressure (10.7%) (Watson et al., 2022). 
Health issues in young adults from socioeconomically disadvantaged groups 
increase with age and result in poorer health and shorter life expectancy (World 
Health Organization, 2016). In young and older African American (AA), 
Caribbean (CA), and Hispanic/Latinx (HL) adults, there is a higher prevalence 
of chronic disease when compared to their non-Hispanic White counterparts 
(National Institute on Aging [NIH], 2022; Office of Minority Health [OMH], 
2022). Because of this higher prevalence in younger adults, it coincides with 
common health issues in older adults, such as depression, loneliness, and 
cognitive decline (Kong et al., 2018). Economic inequity is among the key factors 
for health disparities, with 2.5 times more AA and HL older adults living in 
poverty as compared to White non-Hispanic older adults (Administration on 
Aging [AoA], 2022). Barriers to optimal health for older culturally diverse adults 
include discrimination, limitations in mobility, access to transportation, 
neighborhood resources, literacy, and cultural health beliefs (National Institute 
on Aging [NIH], 2022). Social determinants of health such as low income, 
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language barriers, and discrimination have detrimental effects on health and 
well-being (Office of Minority Health [OMH], 2022). 

Research participation by older, ethnically diverse adults is essential in the 
effort to reduce these health disparities; yet they have lower enrolment and 
retention in health research. Little is known concerning enablers and barriers for 
older adults of diverse ethnic backgrounds living in the United States to 
participate in health research. Their perceptions of what health issues are 
important could guide the design of research and increase the likelihood of 
participation. 


Conceptual Framework 

The current study postulated that intergenerational influence was guided by the 
Theory of Reasoned Action (TRA), which states that an individual's attitudes, 
beliefs, and behaviors can influence others (Ajzen, 1991; Kelman, 1958). 
Eventually, individuals internalize and change their behaviors. The model was 
modified to incorporate intergenerational influence (IGI) (Figure 1). 
Intergenerational influence is defined as the influence of one generation on 
another in terms of the transfer of skills, attitudes, preferences, values, and 
behaviors of another family member or trusted source (Shah & Mittal, 1997). 
Specifically, it was posited that the beliefs of close family members/ friends could 
motivate one to participate in a behavior. The conceptual framework applying 
IGI to TRA in the parent study has the potential to increase knowledge about 
recruitment, enrolment, and retention strategies effectively as viewed by AA, 
CA, and HL adults. In addition, these strategies can be used to increase 
awareness of and participation in NIA-funded research among older AA, CA, 
and HL adults. The current analysis induced themes under the conceptual 
framework of the IGI-TRA (Figure 1) for perceptions and motivators about health 
and health research and applied a world view model (Figure 2). World view, as 
related to this study, explains how a culture, race/ethnicity, or generation 
perceives its environment. The world view applied to health suggests that the 
individual’s assumptions and beliefs, influenced by their culture and 
demographics, contribute to health disparities (Tilburt, 2010). The current 
analysis uses the world view in conjunction with the IG-TRA framework. 

The aim of this study is to identify what AA, CN, and HL adults believe are 
important areas for health research. Specific questions explored were: 1) What 
are the generational perceptions of health issues for younger and older adults? 2) 
What should be the main focus of research for younger and older adults 
according to race/ethnicity? 
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Belief about 
research 


Evaluation What do others think (what 
to important others think 
about research) 


Motivation to comply 
(desire to please these 
important others) 


Attitudes towards research How much influence do the’ ? 
i y actually have? 
(perceptions + / -) Identification with research 
Behavioral intentions and 


motivators, IGI 


: 


Behavioral adaptation 


Figure 1 Theory of Reasoned Action and Intergenerational Influence (TRA and IGI) 


Note: Findings of this study coincided with the gray boxes 


Race/ethnicity 


Generation 


Perceptions, 
values, beliefs of 
health and health 
research 


Figure 2 Factors influencing the grey boxes in Figure 1. Breakout of the beliefs, attitudes, and motivators for health 
research participation in the Theory of Reasoned Action and Intergenerational Influence (IGI TRA) conceptual framework 


Notes: sex, socioeconomic status indicators, and other demographics were not considered. The sample was a combination of focus 
groups where participants were volunteers from three regions: northern, southern, and western Florida 


Methods 
Parent Study 


The goal of the parent study is to recruit diverse populations of older adults to 
engage in the National Institute of Aging’s (NIA) funded clinical research 
studies. The study is multi-university with principal investigators in Miami, 
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Orlando, and Jacksonville areas. The Parent study was a mixed methods study, 
and the data are being compiled at the time of this publication. During the 
planning phase of the Parent study, a statewide advisory board, the Florida 
statewide aging government empower (FL-SAGE) Council, was established and 
included consisted of 25 AA, CN, and HL adults from participating Florida 
communities or experts from healthcare and research organization who serve 
diverse older adult populations. Focus group questions developed by the 
research team were reviewed by FL-SAGE Council members, revised, and then 
pilot tested on ten adults representing each racial/ethnic group. FL-SAGE 
Council members recommended terming focus groups as ‘listening sessions,’ a 


more acceptable term for adult participants from diverse groups. 


Participants, Setting, and Duration 

Older adults aged 65 and older were recruited between 8/2021 and 12/2022 
through purposive selection based on age and race/ethnicity (AA, CA, and HL) 
from North, Central, and South Florida. Older adults were asked to invite a 
younger person (ages 25 to 64 years) who they considered a relative/support 
person/close friend (dyads) to also participate. Multiple strategies for 
recruitment included face-to-face, telephone, mail, and email. Similarly, 
facilitators were selected from purposeful recruitment of individuals who were 
AA, CA, and HL from North, Central, and South Florida. FL-SSAGE members’ 
recommendations were considered, and advertising occurred through each 
institution’s networking links. 

The listening session was conducted virtually with Zoom, recorded, and led 
by research teams from the three regions/collaborating universities. Listening 
sessions consisted of 3-8 participants, lasting 60 to 90 minutes (depending on 
size). Participants from each age group were included in one listening session 
each, along with the same age group. Participants from both age groups were 
included in a combined listening session. Audio-taped sessions were then 
transcribed for analysis. In total, 134 transcripts from listening sessions were 
included for a total of 363 AA, CA, and HL: 179 older adults (65 years and older) 
and 184 younger adults (25-64 years) participants. All transcripts were 
transcribed verbatim. Those transcripts that were in Spanish and/or Creole were 
transcribed by a person fluent in those languages and back-translated to English. 

The quantitative part of the Parent Study included the survey administered to 
all participants. The participants completed a survey after their focus group 
participation was complete so as not to bias their perceptions. Survey responses 
were inputted using iPads, where data were immediately transferred and stored 
into Research Electronic Data Capture (REDCap), a secure web-based software 
data repository designed to assist researchers in data capture and management. 
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Current Study 
A qualitative design was applied using retrospective-secondary analyses of part 
of the parent study’s listening sessions. A total of 86 out of 134 transcripts were 
analyzed, which included separate sessions for older and younger adults by 
racial/ethnic group. Combined sessions, which mixed older and younger for 
each racial/ethnic group, n = 48 transcripts were omitted. Thematic analysis was 
conducted from the voices of 179 older and 184 younger AA, CN, and HL adults. 
There were 13 individuals who were non-completers of the parent study; 
however, they were a part of the listening sessions (current analysis). 
Transcriptions were analyzed using the constant comparison method guided 
by the Theory of Reasoned action in the context of intergenerational influence 
(see sections on the conceptual framework, Figure 1 and Figure 2). The combined 
group listening sessions (younger and older matched by their relative/support 
person/close friend) dyads were not included in the analysis since we explored 
distinctive rather than interactive viewpoints of older and younger adults. Table 
1 and Table 2 depict the distribution of the transcripts and participants. 


Table 1 Transcripts of Listening Sessions used in the current study 


Region 

Race/ethnicity and Age South Florida Central Florida North Florida Totals 
Group 

AA-YA 3 5 6 14 
AA-OA 3 5 6 15 
CA- YA 7 3 3 13 
CA-OA i 3 4 13 
HL- YA 9 5 2 12 
HL- OA 8 5 2 11 
Totals 37 26 23 86 


Abbreviations: AA = African American, CA = Caribbean, HL = Hispanic/Latinx, YA = younger age group; OA = older age group 


Table 2 Participant distribution by region, age group, and race/ethnicity 


Race/ethnicity 
Region African American Caribbean Hispanic/Latinx Totals 
Younger Older Younger Older Younger Older 
North 34 35 11 8 16 10 114 
Central 22. 22. 8 8 14 14 88 
South 9 9 37 40 33 33 159 
Totals 65 66 56 56 63 Di. 363 


Research Team and Reflexivity 


The researchers for the current study are females with doctoral degrees and 
teaching positions in universities in Florida. Three of the authors conducted the 
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listening sessions as trained facilitators and are culturally diverse researchers 
from Florida International University (FIU), the University of Central Florida 
(UCF), and the University of Florida (UF). Collectively the authors have the 
expertise and conducted research in diverse populations regarding aging, 
chronic disease prevention and health disparities, communication, and 
community engagement research. The research team established a relationship 
by engaging the Florida statewide aging government engagement (FL-SAGE) 
Council for all aspects of the study. This council comprised diverse adults from 
participating communities or experts in healthcare and community 
organizations who serve diverse older populations. Members of this council 
informed the prospective participants about the personal goals and reasons for 
the researchers doing the research, thus establishing a relationship. FL-SAGE 
members began with participant recruitment and refining interview questions. 
Members of this council established a relationship with the research team and 
provided an avenue for investigators to review their personal goals for 
conducting the research and identifying potential researcher biases. 


Data Analysis 

Transcripts were uploaded into NVivo 12, a data management system. Focus 
group interviews (listening sessions) were read to gain a perspective of the whole 
as a part of the analysis. A combination of thematic analysis and content analysis 
was used to identify patterns as recognized by Braun and Clarke (2006) as 
follows: 1) familiarization by reading the transcripts and noting initial ideas; 2) 
re-reading the transcripts and generating initial codes; 3) forming open codes 
with categories and subcategories in NVivo 12; 4) using memos to note themes; 
revising themes upon review; 5) comparing memos with themes for all groups 
(age and race/ethnicity) and finalizing themes. Themes were identified first by 
Investigator 1 as memos with themes and corresponding quotes in NVivo 12 for 
six main groups: the older and younger groups of each of the three racial/ethnic 
groups in the form of a coding tree. Investigator 1 then printed the memos in 
Word. A new document of broader themes was developed as a table with the 
following headings: topic, generation and race/ethnicity, themes and subthemes, 
and quotes. The racial/ethnic group, age, and, if known, sex of the participant 
were indicated after each quote. Investigator 1 discussed the procedure used to 
arrive at the themes with investigators 2 and 3 during Zoom meetings. The audit 
trail included field notes, constant comparison for codes and subcodes, memos 
of emerging themes for each group, and a comparison of the themes by 
generation and race/ethnicity. 
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Data Integrity 

Primary codes and themes were induced by Investigator 1, and then 
Investigators 2 and 3 independently reviewed these themes against their primary 
codes and participants’ quotes. Investigator 1 made a table to record agreements 
or modifications. All investigators met several times for a final consensus, 
establishing congruency. Reliability was established using the constant 
comparison method (constant testing) in their coding. Rigor was achieved by 
recognizing common themes across and specific to race/ethnicity and age. 
Validity was established by the participants’ quotes manifesting the same 
concepts expressed in their unique voices. Table 3 displays the questions used 


for the analysis, investigation area, and relationship to the research questions. 


Table 3 Study questions used for the current analysis 


Question 


Area of investigation 


Relationship to research questions 


So now that we spoke about 
research in general, what do you 
think about health research that 
involves older adults? 


Generation specific 
health research 


Commonalities and differences in 
perceptions of health issues for older 
adults by generation and 
race/ethnicity 


Any thoughts on health research 
for younger adults? 


Generational specific 
health research and 
health issues 


Commonalities and differences in 
perception of health issues of 
younger adults by generation and 
race/ethnicity 


Has anyone been involved in 
health-related research studies? 


Motivation to participate 
in health research 


Communalities and differences in 
health beliefs by generation and 
race/ethnicity 


What information is important for 
you to have if you decide to take 
part in health-related research? 


Ethics of institutions and 
enablers and barriers to 
research participation 


Health beliefs and perceptions of 
health researchers by generation and 
race/ethnicity 


What areas of research are 
relevant to you? 


Motivation to participate 
in health research, what 
research should be done 


Health beliefs by generation and 
race/ethnicity 


Are there any particular studies 
that you would consider taking 
part in personally? 


Motivation to participate 
in health research, 
transparency, ethics 


Perception of important health 
research areas and research 
participation for community health 
by generation and race/ethnicity 


Trust in research. So let’s talk 
about what are your thoughts 
about trust in research and how 
can we build trust in our 
communities? 


Mistrust, trust, 
transparency, how to 
approach communities 
by race/ethnicity and 
generation 


Indirect comments on health issues 
and areas of importance and 
importance of research for health of 
the community by generation and 
race/ethnicity 


How can we share research 
information with our 
communities better? 


Indirect comments on 
how to reach Brown and 
Black communities and 
importance of research 


Perceptions of the importance of 
health research participation by 
generation and race/ethnicity 


Notes: The prompts varied based on the participants’ understanding of the initial questions. Participants offered additional 
comments within these questions to clarify why certain areas of focus, methods, and approaches were important in revealing 
health perceptions, beliefs, and values. There were additional study questions from the parent study coded by the investigators; 
however, the responses did not answer the current study’s research questions. 
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Ethical Standards 


This tri-institutional collaboration study was approved by the Institutional 
Review Board of Florida International University (FIU IRB). Consent was 
approved by the FIU IRB. The REDCap platform was used to store/collect 
participants’ consent via email. Consents were also mailed to those who 
requested them. Verbal consent was obtained from all participants. 


Results 


Seven themes emerged concerning generational and racial/ethnic voices about 
health and health research perceptions and are presented below. 


Theme 1. Health communication as family health history 

The quotes below were voiced from the younger adult groups concerning their 
perceptions of health communication between their parents and themselves. 
These quotes were found throughout transcripts in response to several questions 
about research for younger and older adults, as well as questions pertaining to 
health decisions rather than from a direct question about family health history. 
This theme was not reported in any of the transcripts of older adult racial/ethnic 
groups. 


“.. the African American community, it has been taboo with their families to talk about health issues...” 
AA YA 

“We have to start the conversations to bridge the generation gap...my mom is 60 years old and a lot of 
times I’ve had to tell her, ‘look, this may be something to talk to the doctor about because I experience 
the same symptoms...’ (HL YA) (female) 


The above quote by HL YA female is an example of how intergenerational 
health communication can be bi-directional. In this case, the daughter’s diagnosis 
could be of value to the mother’s health. 


“... talk with your family members. That's crucial...about their medical. A lot of times they don’t want 
to discuss that...” (AA YA) (female) 

“Sometimes within our families there is family history and that are kind of...not talked about ...I think 
our elderly can do a better job of letting the young people know...we don’t find out that information 
until we're suffering with it...” (AA YA) (male) 


The above quotes for this theme were from males and females of the younger 
adult groups and manifested the importance that younger adults place on their 
older relatives sharing family health history. Younger adults from AA and HL 
groups discussed their older relatives. The issue they revealed was that the older 
generation sees personal health as a taboo topic. The younger groups voiced that 
this is counterproductive to the health of all generations. Younger adults saw the 
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value in sharing family health history as a means of prevention of health issues 
and complications. 


Theme 2. Important area for health research of older adults is mental 
health 


The major question asked by the facilitators that prompted responses in mental 
health research needed for older adults was, “So now that we spoke about 
research in general, what do you think about health research that involves older 
adults?” (Table 3). This question was asked separately for both the older and 
young adult racial/ethnic groups. Older adult groups equated mental 
issues/ health with dementia and/or specifically Alzheimer’s disease; however, 
general mental health concerns such as depression, loneliness, limited social 
support, social isolation, and quality of life were not specifically expressed by the 
older adult racial/ethnic groups. Below are examples of quotes from the younger 
adult racial/ethnic groups. 


“Yes, I think some of it is loneliness...for the elderly. And help, because a lot of times they don’t have 
anyone to help them...the main thing is she needs support. Like someone she could talk to about her 
health issues. Then some solutions she can do.” HL YA 

“.,.what about the elderly person in an apartment by themselves, and they have a medication, and they 
don’t even have access to opening the jar. They can’t read the instructions. So that concerns me.” HL YA 
“I think of my grandmother, she’s not tech savvy...so it would be more of an in-person type of thing for 
her ...and then that’s even if she’s comfortable asking her doctor those questions” AA YA 

“My father, for example, he’s getting older and isn’t as in tune with finding stuff online...health 
related... and he won’t know where to find it.” HL YA 

Like familiar bonds, how that affects their overall wellness [older adults], like having a support system, 
good interpersonal relationships. CA YA 

“I think sometimes programs, more ready for the elderly housing. All of that. That has to do with health 
too, because it works on your mental health and your stress, when you’re worried about where am I 
going to live, not having the money, cost of medications.” HL YA 

“.,. think that if we can find a way to assist the elder population to have such a quality of life ... Because 
being sitting on a chair in the house watching TV all day is not quality of life in my book.” CA YA 


In summary, younger adults from all three racial/ethnic groups: AA, CA, and 
HL reported that a major focus of health research on aging adults should be 
mental health. They spoke from their experiences about members in their 
families and communities, confirming that mental health issues for older adults 
should be a research focus to improve their overall quality of life. The sub-themes 
were specific issues which included Alzheimer’s disease; functional decline; low 
social support; social isolation; low resources (financial, housing, transportation); 
limited computer skills to navigate the health care system; medical distrust 
leading to poor patient-provider communication leading towards depression, 
loneliness, and poor quality of life. 
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Theme 3. The need for intergenerational communication 

This theme stemmed from responses to different questions concerning health 
research and health communication throughout the manuscript. It was present 
in the responses of AA and CA older adult groups, not in the HL groups or any 
of the younger racial/ethnic groups. Below are the quotes that reflect this theme. 


“Children need to know you, their parents better...and what they are trying to teach them...to know 
how to handle themselves in the future more.” AA OA (male) 

“Just been agreeing...once we learn our history, we need to share it with our younger generations, in 
terms of what they should be eating, what not to eat...they may avoid some of those issues that we're 
having as older adults.” AA OA (male) 

“Family...more research and more connection with the youth and seniors...and you’ve seen many 
things... it’s almost dismissed...with that technology era, how to help seniors deal with that ...how to 
bond...to connect with your family of different generations.” CA OA 

[what is good research for younger adults?] “Only the younger people could tell you that because they 
have a different mindset than us. Because most of them, they may be off Caribbean or West Indian 
parents, but most of them were either born here or they grew up here and- think like Americans. Most 
of them are Americanized. So, they wouldn’t. Most of them can’t relate. They need to be more sensitive 
toward the older people.” CA OA (female) 


The above quote from a CA OA female depicts how traditional culture is an 
important aspect of identity and that assimilation into the United States 
mainstream culture by younger members of the community makes sympathizing 
and empathizing with their older relatives challenging. In summary, the voices 
of older AA and CA are expressions of how younger adults have difficulty 
related to older adults, and because of this, they feel that their history is 
undervalued, and some older adults feel dismissed. They stated that ‘seniors’ 
have so much to offer concerning their history and that their grandchildren can 
teach them about technology. Older adults voiced that health research should 
focus on strengthening the family bond. 


Theme 4. Disease prevention should start with research targeting the 
young 

This theme was primarily from questions about what research should be done 
for younger adults, and in some listening sessions, the participants responded 
that research should be across ages and that no research should be specifically 
for young or old unless it only affects one group, such as pregnancy. The quotes 
below exemplify this theme. 


“T would say, okay let’s look at ancestry, let’s look at environmental exposure, and let’s look at how those 
potential things could negatively impact or a remedy for those things could positively impact my life 
going forward.” AA OA 
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“T think research that involves older adults needs to start at an earlier age so they can follow the adult 
from, let’s say the age 40 until they’re older age. Like, you say aging true, this is aging true. So you can 
see how they’re actually aging. What is causing the illnesses to come upon them, what is going on in 
their life.” AA YA (female) 

“Early diabetes. Things like that. Early breast cancer. Early hypertension prevention. Preventative for 
prevention or how to diagnose that” CA OA 

“... you're having those conversations depending on what type of research it is to a younger 
demographic. Instead of waiting until they’re much older 

than them to learn about something that they could have been doing that research on 20 30 years ago or 
get in the head of something that they might not know is genetic or, you know, whatever the case is. I 
think starting younger, sometimes it’s best to help, you know, divert whatever it is or could be.” CA YA 
“T just feel that the genetic testing should be just part of the physical as you start young because as you 
get older and by time you are diagnosed with something, it could have been avoided if we had some 
kind of genetic testing, knowing that this is a possibility that you may have this particular type of 
cancer.” HL OA 

“... we want to help people when they are younger to be more aware of any future concerns pertaining 
to mental health. To start getting treatment or education when they are young and not get to that point 
when you are older.” HL YA 


In summary, this theme was reported by both generations of AA, CA, and HL, 
who indicated that health research about prevention should start at a young age 
and that research efforts concerning family history and genetics are necessary for 
disease prevention. Early diabetes, early hypertension, mental health, and cancer 
were indicated. The quotes expressed by all groups that reflected this theme 
refers to having health research programs in place for people before the disease 
starts (primary prevention). 


Theme 5. Earlier onset of mental and physical diseases than previous 


generations 

The changing social structure and environment from earlier generations were 
factors thought to be responsible for young adults today being afflicted with 
mental issues and chronic diseases in a higher prevalence than in earlier 
generations. The quotes below reflect those sentiments. 


“The generation that would have been the grandchildren now have been raised very differently and 
need different type of education because the parents weren't at home when they were growing up. 
Everybody was working. It was a different home life. TV was raising the children and other forces that 
had nothing to do with home life.” CA OA 

“She has ...brain cancer, and she’s only five years old, and I see this in younger and younger kids lately. 
So, I don’t know if it’s the amount of chemicals they’re putting in the food or what it is...” HL OA 
“Well, I looked at what are the contributing factors to violence in the African American community. I 
looked at social media to see if they had an impact.” AA OA 

“And right now it’s all about social media because they don’t get that face-to-face interaction. So I’ve 
noticed that with some, they tend to take that friends’ opinion over their parents. It’s a lot of times it’s 
not a healthy thing.” AA YA (female) 

“And then the other thing that’s big that I’ve seen is diabetes in men under 40...from drinking, they’ve 
party all of their 20s, half of their 30s... “AA YA (female). 


Page 40 | Theme: Advancing Quality Care & Patient Safety 


Journal of Healthcare Administration OH A 


https:/ / www.belitungraya.org/ BRP/index.php/joha/index 


E-ISSN: 2830-3407 | P-ISSN: 2830-3733 


The quotes demonstrated that all older racial/ethnic groups and young AA 
expressed this theme (earlier onset of disease than previous generations). They 
attributed it to poor diet due to reliance on fast food and convenience foods, 
absentee parents, the environment (diminished quality and chemicals in air, 
water, and food), social isolation, and social issues due to overuse of technology 
and reliance on social media instead of face-to-face socialization, and health 
disparities seen in their neighborhoods. These groups further indicated that the 
results of these negative factors result in loneliness, maladapted behavior, and 
decline in physical health. Voices of some younger HL participants discussed the 
connection of the environment (aluminum and Alzheimer’s, fast food, and heart 
disease) but did not make a distinction of worse conditions for today’s youth. 


Theme 6. Mental health as a stigma in AA, CA, and HL communities 
Young adults indicated that mental health is seen as a stigma in their community 
and other cultures with whom they were familiar. This theme was in response to 
areas of health research for younger adults as well as areas of health research that 
they felt were particularly relevant to them. 


“T think we as a people are suffering immensely from mental aspects that are going unidentified 
and untreated. CA YA.” (male) 


“ 


.. in African American and Caribbean cultures, mental health is almost seen as some type of 
weakness. You're suffering from depression, and it’s frowned upon. It’s looked down upon. And 
a lot of people are suffering from it, and they can’t get the help because they feel like they can’t 
reach out to someone and ask for that help. It’s almost like a shameful position to be in.” CA YA 
(male) 

“There’s a lot of people who suffer from depression ...I know she suffered from depression...I feel 
like it’s something that’s not voiced and talked about as much.” HL YA 


This theme was manifested in CA and HL younger adults. An observation by 
a CA was that the stigma of mental health is seen in African American and 
Caribbean communities. Younger CA and HL denoted that depression is an area 
that needs to be studied as it affects many people. African American communities 
were indicated as unreceptive to a discussion of depression. A young AA said 
mental health is relevant to her since she works as a mental health worker and 
sees mental health issues in her community; however, she did not mention it 
being a stigma. Since people are ashamed to discuss it, mental issues are going 
untreated. 


Theme 7. Health research is needed for the greater good 
In the quotes below, younger AA, CA, and HL adults indicated that participation 
in health research is everyone’s responsibility (all generations) to help family, 
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brown and black communities. Of the older adults, only HL suggested this 
theme. 


The important thing is that it is a good thing at the end for the well-being of society and humanity.” HL 
OA 

“We have to get past thinking about general and go specific because all of us have that mom, that 
grandparent, that spouse, that son ... It’s not for some big, bad government. It’s not for these generic 
entities. It’s not for Pfizer or whomever, whomever. It’s for you. It’s for your mom. It’s for your dad. It’s 
for your kids.” AA YA 

“I think we should start with the schools...you teach them [younger generation] and they'd be able to 
take that home with them...to mom...to dad...talk to grandam, and then they will be able to come up 
with solutions.” AA YA (female) 

“.,.But I think the research should start. At school. They spend more of their waking hours at school with 
their teachers. And if you know your child and each child in the classroom. There are things and behavior 
that people pick up. Communicate with parents. Parents and teachers communicate with the medical 
profession professionals.” CA YA 

“So if I can be proactive now, to help future generations... Let’s while we 

have a voice now in the capability and the time to do something, I definitely want to volunteer and do 
something I, for me, I don’t even have to get paid for something if I feel like it’s worthwhile, and it’s a 
good company, and it’s gonna make a difference....to know that when I die, that if they’ve made a pill 
that can offset Alzheimer’s, that know that I was part of that study, you know, I would love to take that 
to the grave with me.” HL YA 


The discussion of mental health may be changing in black and brown 
communities because of the Covid-19 pandemic and the need for isolation; 
however, studies are needed to confirm this. One AA female indicated that the 
pandemic changed the way we think of mental health. 


“...mental health, especially now with the pandemic, everybody is stuck at home. You see it so much 
with friends and family that you would have never thought, you know that they had any mental issues 
going on and, you know, being cooped up in the house for so long and not being able to go out, you can’t 
go out without certain restrictions. You know, the whole lifestyle as we knew it before has change. So, it 
seems like a lot of people now are starting to discuss more of their mental health. And I agree with that. 
Very much so.” AA YA (female) 


In these listening sessions, older AA and CA did not express the theme that 
everyone should participate in research for the greater good. Possible reasons 
are presented in the discussion for all seven of these themes. 


Discussion 


The framework for this study was the world view as part of the beliefs and 
perception of the Theory of Reasoned Action and Intergenerational Influence 
(IGI TRA) for AA, CA, and HL older and younger adults on health and health 
research. Seven main themes emerged and are discussed below. 
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Intergenerational differences concerning health and health research were 
uncovered; however, there were some common views by generation and 
race/ethnicity. 


Theme 1. Older generation sees personal health as taboo topic; 
whereas the younger generation sees value in sharing family health 
history to benefit all generations 

This theme was present for both generations of AA and HL but not for CA 
younger adults. A similar theme of older family members being less likely to 
discuss health information than younger family members was found in a 
qualitative study of 32 AA women, ages 26-72 (mean age 55), half of whom had 
a history of breast cancer (Thompson et al., 2015). The authors indicated that 
protecting privacy, denial of having the disease, and fear of family gossip were 
reasons that younger participants gave when discussing their grandparents 
(Thompson et al., 2015). Less than 20% of young HL (ages 18-25 years) collected 
family health history about cancer risk; however, the receptiveness of their 
parents to share the information was not known (Corona et al., 2013). Limited 
discussion of health history was also found from interviews of HL sons of 
prostate cancer survivors (ages 25-43 years) due to the taboo on talking about 
reproductive organs in the Hispanic culture (Hicks et al., 2014). The researchers 
found more than half of the fathers kept the details of their prostate cancer 
private (Hicks et al., 2014). In contrast, Pokharel et al. (2020) induced positive 
health communication themes across 30 dyads (10 each) of sibling-sibling and 
parent-child comprised of Non-Hispanic Whites, Latinos, and Pacific Islanders. 
The positive roles of family members were health information collectors, health 
disseminators, health educators, and health researchers (Pokharel et al., 2020). 


Theme 2. Intergenerational differences in mental health, depression, 
and loneliness 

Whilst both younger and older adults expressed that mental health is an issue 
and requires more health research in younger persons, only younger adults 
recognized that mental health issues need to be a research focus for older adults. 
They mentioned factors that prevent access to health care, which included 
functional decline (issues with vision, hearing, and mobility) coupled with low 
resources (limited income, inadequate housing, and neighborhood resources), 
limited social support, and no/limited computer literacy resulting in limitations 
navigating the health care system. When visiting doctors, they may not share 
their symptoms due to medical distrust. Younger adults attributed these factors 
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to poorer health, isolation, loneliness, depression, and poor quality of life. For 
older adults, the theme of mental health was connected only with the young. 


Theme 3. Promotion of family bonding: connecting younger and 
older generations 

Caribbean younger and older adult groups in the current study indicated the 
importance of the connection of generations in families to share information 
about health and technology and to promote family bonding further. Family 
connectiveness was a key cultural factor for Caribbeans and Caribbean (Taylor 
et al., 2017). Family social support was also key for African Americans (Lincoln 
et al., 2013). In the current study, the theme of greater good was indicated by 
older Hispanic/Latino adults who would engage in genetic research to help their 
families and communities. This might be the positive aspect of familism, 
considering family needs paramount to their own. The practice of familism that 
emphasize family obligations and support over the interests of individual 
members can act as a facilitator or barrier to research participation (Landale & 
Oropesa, 2007; Sabogal et al., 1987; Taylor et al., 2017). However, research 
participation may interfere with family responsibilities or place a burden on the 
family resources (job, childcare, transportation) and interfere with ethnic beliefs 
based on interviews of 25 middle-aged Hispanics (Hildebrand et al., 2018). 


Theme 4. Common theme across generations: research needed for the 


prevention, treatment, and cures for medical conditions and diseases 
Both generations indicated that health research to prevent chronic diseases 
should start at younger ages (ranging from childhood, young adult, and midlife) 
and stated various ways for prevention, treatment, and finding cures. The most 
common themes for prevention were knowing family history, genetic studies, 
and lifestyle behavior changes. African Americans and Caribbeans promoted 
lifestyle changes with diet most common, followed by programs to help stop 
drugs, alcohol abuse, smoking and vaping, and exercise promotion. Although 
research for improved treatments were mentioned, clinical trials with placebo 
were not preferred by any racial/age group due to the historical mistreatment of 
minorities and not wanting to be a guinea pig, and HL added not trusting the 
profit motive of big pharma. Instead, HL placed an emphasis.on studies that 
focused on finding cures through genetic studies for chronic diseases such as 
Alzheimer’s diabetes and cancer. 
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Theme 5. Perception by older adults that earlier onset of health issues 
of today’s young as compared to previous generations 

Another common theme was that mental and physical diseases occurred at 
earlier at earlier ages than in previous generations. The causes mentioned for 
various diseases (autism, cancer, diabetes, immune disorders) are the 
environment (toxins in air, water, and food). Both generations blamed the early 
onset of diseases on the poor diet of today’s youth, particularly those from 
disadvantaged neighborhoods in Black and Brown communities. For mental 
health issues, fast food, overuse of social media coupled with low face-to-face 
socialization, poor diet, and lack of exercise were indicated as possibilities for a 
higher incidence of autism, attention deficit disorder, depression and loneliness, 
and suicide. Early onset of chronic diseases has been attributed to environmental 
triggers that interact with genetics in utero and postnatal, and environmental 
changes in diet, physical activity, media exposure, and adult supervision (Perrin 
et al., 2014). 


Theme 6. Mental illness as a stigma for young adults 

Caribbean and Hispanic/Latino younger adults expressed similar views 
concerning the mental health of today’s youth. They saw mental health as a 
stigma for the young, causing them not to get the help they needed. This view is 
widely supported in the literature, as indicated in a systematic review, and lack 
of acknowledgment and discussion of mental issues may be due to the protective 
role of the family towards its members (Mascayano et al., 2016). 


Theme 7. Participation in health research is everyone’s responsibility 
(all generations) to help family, brown and black communities (AA, 
CA, HL) 

When asked if they would participate in research and why, common responses 
were to be a part of the cure to help my family and/or to help humanity (for the 
greater good) and the importance of the community to participate in health 
research to help themselves, aging parents, and other generations. Older AA and 
CA were reluctant to participate in research for personal health reasons. Helping 
family and community is supported in the literature. Altruism was also an 
enabling theme for research participation in clinical trials for Hispanic adults 
with a history of cancer who wanted to improve outcomes for others in their 
community (n = 85 survey and n = 4 interviewed) (Davis, 2021). Brown Speights 
et al. (2017) found that African American women wanted to participate in 
research that would promote the health of their community. Community love 
and _ spiritual/religious/moral beliefs were themes that prompted altruistic 
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actions of 39 adults 23-90 years from a low-income community in New York City 
of the African diaspora (African Americans, Afro-Caribbeans, and Afro-Latinos) 
(Mattis et al., 2009). 


Theoretical Framework and Conceptual Model 

The worldview exhibited across generations and race/ethnicity in this study 
showed common as well as distinct views concerning health and health research. 
Induced themes demonstrating distinctions by generation and race/ethnicity 
support this framework. Younger generations of all racial/ethnic groups viewed 
research participation as essential for the greater good of the family, future 
generations, community, and society. Concern for the health of themselves and 
their children, younger adults want family health history, but older AA and HL 
adults value privacy and health communication was taboo in early generations. 
Figure 3 depicts the conceptual model of the findings. The perceptions and beliefs 
of older adults are influenced by their world view, and they pass this view down 
to their children. Racial and ethnic identity and world view are connected by 
historical events. 


A Perceptions about 
Beliefs about health health & health 


/ethnici 
& health research — esearch race/ethnicity 


Generation & 


World view | 


Intergenerational motivators to 
participate in research 


Figure 3 Model of findings: relation to Theory of Reasoned Action and Intergenerational Influence 


Strengths and Limitations 

This study contributes to a gap in the literature concerning the intergenerational 
perceptions of health issues of younger and older adults from vulnerable 
populations (AA, CA, and HL). A major strength of this study was the 
engagement and guidance of FL-SAGE community leaders from the same 
races/ethnicities of the participants in the development of the study. Themes 
from these listening sessions elucidated health issues warranting research for 
hard-to-reach, vulnerable younger and older adults of three major racial/ethnic 
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groups. Several limitations should be noted. The world view presented was by 
generation and race/ethnicity and did not consider other demographics such as 
sex, Socioeconomic status indicators, health conditions, mental and physical level 
of functioning, and general state of health. The level of communication with 
family health history may be a confounder for specific racial and ethnic groups 
when considering intergenerational health perceptions and beliefs. For example, 
Hovick et al. (2015) summarized four levels of communication from a focus 
group of older African Americans with noncommunication as a common theme. 


Conclusion 


Major barriers for older adults of Hispanic/Latino, African American, and 
Caribbean origins included their perceptions of being used as a guinea pig, fear 
of anything invasive, and potential harm by being denied their usual treatment. 
This research emphasized the importance of considering health research 
perceptions by generation and race/ethnicity when designing health research 
studies. These findings indicate reasons for the low enrollment of ethnically 
diverse older adults in health research studies. Future implications are as follows: 
1) recognizing perceptions that act as barriers. 2) addressing participants’ fears 
in health research participation. 3) Designing health research in areas of concern 
specific to each population to increase motivation for participation. 4) Increase in 
health research participation of diverse populations has the potential to reduce 
health disparities. 5) Future studies could include applying this feedback to a 
website for ethnically diverse older adults, which provides advice for specific 
chronic diseases and lists of safe and effective health research studies in areas of 
personal interest. 
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